magine that you are a teenager and have cancer. You undergo a year of chemotherapy and after a brief return to normal life, you have a relapse. Your physician says that chemotherapy and radiation therapy could be tried, but a bone marrow transplant (BMT) is your only chance of a real cure. He tells you and your parents that you could die as a result of complications from the transplant, but without it you would only be expected to live one year. You and your family discuss the alternatives and decide to have the transplant. You ask what will happen if the BMT fails, but both your physician and your family tell you that right now you must fight to get better and not think negative thoughts. You do not ask any more questions. The doctor gives your parents the consent form to read over. You look at it as well, but only your parents may sign it.
The preparation necessary before the transplant is worse than you had imagined it would be and you experience painful side effects. You also become fearful because some BMT patients, whom you've heard about through the hospital's patient/family grapevine, went to the pediatric intensive care unit (PICU) this month and never came back. Still, you do not ask your family if these patients died and neither your family nor your doctor ever asks you if you have thought about what you would want done if you were sick enough to need intensive care.
One week after the BMT, before the new marrow has even taken hold in your body, you start to have trouble breathing. Over the next day it gets harder to breathe and becomes difficult to speak more than two words at a time. You are frightened because you feel so hungry for air. As your family watches you struggle to breathe, they become frightened as well. A doctor tells you that you will need help from a ventilator soon and for this they must transfer you to the PICU. You ask them please, do not send you to the PICU, because you do not want to die there. You and your parents look to your doctor, who is obviously worried. Your parents ask the doctor to save you; he says that the ventilator is your only chance.
You are transferred to the PICU and are put into a deep sleep, as the doctor promised, but eventually you wake up enough to realize that your fingers cannot move and your eyelids will not open. You cannot speak, and even a grimace is impossible. You are groggy most of the time. The voices of family members, of certain nurses that you come to recognize, occasional music, a light stroking on your arm-these become the highlights of your existence. Time passes slowly and you lose track of the days. After some weeks you notice that you are more awake than before, yet you still cannot move. Nobody told you that you might be awake but unable to move a muscle. They had promised that you would be asleep. The air goes into your lungs with so much force that you feel like your lungs are going to burst, and you are choking on the tube in your windpipe. The ulcerations in your mouth and throat hurt continuously. Even worse than the pain is the dawning realization that you are dying. You want to ask for more medicine to keep your pain and fear under better control. You want to say goodbye to your family and go home to die, but you cannot move or speak at all. You hear the members of your family whisper to each other and they tell you how much they love you, but you cannot respond to them. You die in the PICU.
is an all too common reality in the United States.' Widespread denial of this reality is one reason that children remain particularly vulnerable to receiving end-of-life medical care that has never been fully explained to them, and why they receive treatment that they have never made a decision to accept. Another reason is the long-standing assumption made by society and the medical and legal professions that parents are natural and obvious surrogate medical decision-makers for all medical treatment of their children and will always act in their child's best interest. This assumption does not require that there be any examination or assessment of the child's level of maturity, nor does it allow for any degree of autonomy for the mature child. Rather, it allows physicians and the legal profession simply to fall back on the traditional, common law rule that only parents can give permission for medical treatment. As a result all children, regardless of their capacity to understand and make decisions about their medical treatment, are categorically excluded from the legal rights that have developed over the past fifteen years to protect adults from unwanted medical treatment. While the adult's right to refuse medical treatment is "gradually becoming absolute,"' minors 3 continue to be denied medical autonomy. This categorical exclusion increases the risk that children will receive unwanted life sustaining medical treatment (LSMT) at the end of their lives.
In order to understand precisely which rights mature minors have been denied it is crucial to define LSMT. LSMT usually refers to sophisticated medical technology, such as mechanical ventilators, intravenous medicines that force the heart to beat, dialysis, etc. It can also mean less dramatic medical intervention, such as artificial feeding. Although LSMT forestalls the moment of death, by definition LSMT can only sustain life. It cannot save life or cure a patient's disease. 4 This is a crucial distinction, because medical treatment at the end of life often carries high physical and psychological burdens. Its potential benefit can only be measured in relation to the patient's personal values.' The decision to accept or refuse LSMT may determine not only the time of one's death, but also the manner in which that death occurs. Thus, a denial of the mature minor's autonomy to refuse LSMT amounts to denying her the right to decide whether the medical prolongation of life, as it transforms into a prolongation of death, is worth the physical and psychological burdens. 6 Certainly parents, physicians and lawyers are not conspiring to inflict unwanted LSMT upon children. Rather, it is the cumulative result of a lack of communication between the legal and medical professions, as well as between individual parents, children and physicians. We focus our discussion on chronically ill children who are potentially mature minors (minors with decision making capacity), because this subgroup of pediatric patients has the best opportunity and reason to make their own decisions about LSMT. We begin with a demonstration of how LSMT can be inflicted upon a mature minor, despite the best intentions of her parents and physician.
A chronically ill child's end-of-life medical care

Consent to a potentially fatal treatment
Despite the centrality of informed and voluntary consent to the ethical medical treatment of a patient, there are several obstacles to its application in the context of the mature minor struggling with a potentially fatal disease. Recall that the physician in our Prologue did not suggest that the patient should give her own informed consent to the BMT, or to her transfer to the PICU. Even though the patient was an adolescent who had lived with her cancer and its treatments for a year and she was involved in the ongoing discussions about her disease, relapse, and the BMT, the physician sought and received the consent of the parents and not of his patient. At common law minors do not have the legal capacity to consent to medical treatment. 7 Instead, the law generally presumes that only parents have the authority to make medical decisions for their minor children and that in doing so they will act in their child's best interest. In addition to the absence of her legal right to give informed consent (or its counterpart, informed refusal), neither our hypothetical patient nor her parents were given the opportunity to fully comprehend and weigh the treatment options related to the possibility of dying. Patients with life-threatening diseases often do not have frank discussions with their physician about what will happen if the treatment options fail and death is likely'
Although BMT has a substantial risk of respiratory failure 9 and although respiratory failure after BMT has a huge mortality rate, 1 0 neither the patient's physician nor her parents were willing to discuss death. Physicians and parents rarely do discuss death with chronically ill children.i Thus, the patient described in our scenario had no way to anticipate what would happen to her or to discuss her own desires for end-of-life care. 12 Failure to discuss the possibility of the patient's death before respiratory distress and the ensuing panicky scenario of emergency transfer to the PICU effectively precluded the patient and her family from considering possible alternative therapeutic options, such as palliative care or hospice.
It is difficult for any patient-child or adult-to make well-informed, rational choices about treatment options during severe respiratory distress. By the time this patient's pneumonia had worsened to the stage where she needed a ventilator, the opportunity to provide the information necessary for her to give her own informed consent to LSMT was long past. When the patient suddenly spoke her wishes for the first time, saying she did not want to go to the PICU or to die there, it was too late in the course of events to plan for hospice. During a time of severe and rapid deterioration in respiratory status there would be only two treatment options: either the patient could be supported with mechanical ventilation, or she could be treated with the tranquilizers and narcotics needed to alleviate severe air hunger and allowed to die. In reality, the latter treatment was already precluded for this child because parents rarely are able to make an emergency decision to let their child die.
The realities of death in the ICU
The patient we described was frightened and in pain, yet unable to request any relief because she was therapeutically paralyzed. While experts know that "the terror of awake paralysis is unthinkable," even trained observers may have difficulty recognizing inadequate sedation when a patient is pharmacologically paralyzed. 13 Although not all patients in the ICU receive therapeutic paralysis, feeling what one author aptly termed "paralyzed with pain" 14 has a higher likelihood of happening to those patients who are the sickest, i.e., the most likely to die.
Patients who will ultimately die while receiving ventilator support commonly develop deteriorating lung function during their ICU course, necessitating increased ventilator pressures in order to deliver sufficient mechanical assistance to the lungs' life-sustaining exchange of oxygen and carbon dioxide. The higher ventilator pressures run the risk of pushing the oxygen mixture into the air sacs of the lungs, the alveoli, under such force that they may rupture, causing air leakage outside the lung. This air is then trapped between the lung and the rib cage, a painful and sometimes fatal condition called a pneumothorax. In the setting of high ventilator pressures, optimal sedation of the patient is essential to achieve good synchronization between the ventilator and patient because, if the patient's own efforts to breathe conflict with the ventilator breaths, this further raises pressure within the alveoli. However, if this approach does not keep ventilator pressures below a dangerous threshold, therapeutic paralysis is used. Patients are given drugs known as neuromuscular blocking agents that cause complete skeletal muscle flaccidity but have absolutely no effect upon the brain.
Given paralytic drugs alone, a patient would be fully conscious but completely paralyzed. There have been many case reports of patients who underwent surgery and awoke while they were still paralyzed, a situation called intraoperative awareness. To detect when the patient is awake while paralyzed, doctors must rely upon the physiologic signs of the patient's pain or anxiety-elevations of heart rate and blood pressure. However, even experienced anesthesiologists cannot always detect periods of intraoperative awareness 1 and experts believe it is an underreported phenomenon. 6 The challenge of preventing awake paralysis is even greater in the ICU environment. 7 One sur-vey from an adult ICU reported that 36% of patients surveyed recalled experiencing pain, fear, or both while under therapeutic paralysis." 8 Only one pediatric study has attempted to identify pediatric patients' experience of therapeutic paralysis,' 9 but we know that paralytic drugs are often used in PICUs. 20 Since all surveys must necessarily be of patients who survived to describe their experience, we cannot know the incidence of inadequate sedation and pain control among patients who ultimately died in the ICU, but it is likely to be even higher than the incidence reported in surveys. Nonsurvivors of the ICU often have longer ICU stays. 21 During longer hospital stays, patients develop drug tolerance-a need for increasing doses of tranquilizers and narcotics to achieve the same level of sedation and pain control. The ICU team still has only the same signs to follow that the anesthesiologist had in the operating room, but during an ICU course many patients, even if they are terrified or in severe pain, may not be physiologically capable of developing the high blood pressure which could communicate their plight to their health care providers. 22 Since drug requirements for control of the same type of pain can vary widely from patient to patient, it is a matter of guesswork to determine the optimal drug dosage for a patient who is paralyzed for days or weeks. It may be impossible to judge the paralyzed patient's level of comfort and experts have recently argued that therapeutic paralysis should be stopped in almost all dying patients. 23 Medical paralysis is frequently employed in the ICU, 24 but it is a subject that is not often discussed between doctors and patients and it is not a standard topic on advance directive forms. Physicians are not likely to discuss with parents the possibility that their serene appearing child may be in undetected pain or terror, that unless their child is not paralyzed the physician and parents cannot know whether the dying child is suffering. Without paralysis, however, the ventilator could cause a pneumothorax, which would be either fatal or, if treated with chest tubes, could leave the patient in more pain than before. Thus, stopping paralysis in the setting of dangerously high ventilator pressures cannot be standard medical treatment so long as the family's priority is to prolong the child's life.
If the family agrees that comfort is a higher priority than the attempt to prolong life, then paralysis can be stopped. At this juncture, physicians must help the family accept their child's impending death and readjust the goals of treatment.2s Now reconsider the patient we described in the prologue. If her physician had initiated early and repeated discussions before the pneumonia began he would have been able to give the patient and her family sufficient time and information to give a truly informed consent. The child and her family could have worked out how she wanted to balance the sometimes mutually exclusive goals of sustaining life and avoiding suffering.
Advance directives
Advance directives allow adults to continue to exercise their right to secure or avoid medical technology if they become unconscious or otherwise incapable of making health care decisions. The role of an advance directive is to provide guidance to a patient's surrogates and health-care providers with regard to the personal decisions that the patient would have made about their own end-of-life care. Advance directives may be formatted as a "living will," as the designation of a proxy agent responsible for making medical decisions if the declarant becomes unable to make her own decisions (patient surrogate or attorney-in-fact), or as both. A living will type document provides specific instructions about the individual's medical treatment decisions regarding end-of-life care. 2 1 Designating a health care agent, via the durable power of attorney for health care or health care proxy, authorizes that specific person to act as the patient's surrogate medical decision-maker in the event of future incapacity This helps avoid the confusion and conflict that may arise if multiple family members are involved in an incompetent patient's end-of-life care. However, even severely ill patients are not likely to have executed advance directives. 27 Thus for most patients, unless they have designated otherwise by a durable power of attorney, once they become incapacitated it is usually the nearest family member who will become the surrogate medical decision-maker. There are two standards by which surrogates make medical treatment decisions for their incompetent family members: the substituted judgment standard and the best interests standard. 2 8 The substituted judgment standard requires that the "surrogate attempt to reach the decision that the incapacitated person would make if he or she were able to choose" 29 while the best interests standard "does not rest on the value of self-determination but solely on protection of patients' welfare." 30 The standard of substituted judgment is generally considered preferable to the best interests standard and should be used by surrogates whenever possible. 31 Although an incapacitated patient's prior discussions and lifestyle could possibly be used as evidence of her own values, when surrogates must make medical treatment decisions it is the living will portion of the advance directive that can most incontrovertibly inform the substituted judgment and provide the clear and convincing evidence that may be necessary to legally safeguard the patient's wishes. The advance directive also may provide some reassurance to a patient's surrogates and physicians. Honoring a patient's advance directive, even if it results in hastening the patient's death, will not result in legal reprisals for the patient's family or physician.
Partially in response to the U.S. Supreme Court's decision in Cruzan, which held that states can require clear and convincing evidence 3 3 of a patient's wishes before allowing surrogates to refuse or discontinue medical treatment on an incompetent patient's behalf, Congress passed the Patient Self Determination Act (PSDA). 34 The PSDA requires each state to develop a written description of that state's statutory and common law concerning a person's rights to make health care decisions and complete advance directives, 3 and further requires Medicare and Medicaid participating organizations to provide written information to patients concerning these rights, including the right to consent to or refuse medical treatment and to formulate advance directives under state law. 36 Every state now has some form of advance directive statute. 37 The PSDA, however, currently applies only to adult patients and state advance directive statutes do not apply to minors.
Minors are presumed incompetent
The adult's right to execute an advance directive is derived from the legal presumption that adults are competent to make their own decisions about activities that affect themselves, 3 8 including decisions to consent to or refuse LSMT. 39 Those who would force an adult patient to receive unwanted medical treatment have the burden of proving that a patient is incompetent rather than the patient having to prove that he is competent. 4 Minors, however, are in precisely the opposite position. At common law they are presumed legally incompetent to give their own consent to medical treatment. 41 Although the common law presumes that minors have the same right to bodily integrity as adults, only their parents are allowed to exercise this right. Parental authority to make medical decisions for their children is also based upon a general, legal presumption that parents will act in the best interests of their children and upon the Constitutional right of privacy in family matters. 42 The result of this strong protection of parental authority is that although minors are protected from invasion of their bodily integrity by the same doctrine of informed consent as adults, they have no legal way to exercise this protection independently. Even if a minor were to be fully informed of her condition and were to understand the consequences and give her refusal of, or consent to medical treatment such as LSMT, that refusal or consent would not be valid as a matter of law. 43 Although parental autonomy to make medical decisions for their children is not unlimited, neither of the two most commonly invoked exceptions to the presumption of a minor's legal incompetence and to the requirement of parental consent involve an examination of a minor's own capacity to make medical decisions. In an emergency, a physician may proceed with treatment without the parents' consent, 44 because their consent is implied. 4 " In the "medical neglect" exception, the State intervenes under its power as parens patriae and its strong interest in preserving life when a minor's parents refuse life saving medical treatment for their child. 4 ' This State interference with parental autonomy is justified by the presumption that refusal of life saving treatment is clear evidence that parents are not acting in the child's best interest. In both the emergency and medical neglect exceptions to the parental consent requirement the minor's own thoughts, preferences, and decision making capacity are legally irrelevant.
The presumptions that only parents can legally consent to or refuse medical treatment for their children and that a minor's own decision making capacity is legally irrelevant are so strong that physicians often see little point in discussing LSMT with their pediatric patients. In fact, the current system actually creates a disincentive for physicians even to discuss end-of-life care with minors. If a physician were to examine a patient and to conclude that she had full capacity to understand her medical condition and to make her own choices about end-of-life care, the physician would have no way legally to effectuate his patient's choices if her parents disagreed. This potential for conflict places the physician in an extremely difficult position, because once a physician discusses end-of-life care with his patient and she articulates her choices, a physician has an ethical obligation to give serious weight to these choices. 47 If the physician were to honor the minor patient's choices over the parents' objection he could face severe legal reprisals. 48 If, on the other hand, the physician carried out the parents' wishes he would have to ignore his ethical obligation to his patient. It is, therefore, safer for physicians to avoid discussing LSMT with their minor patients, rather than to risk potentially irreconcilable ethical and legal consequences. To avoid confronting this dilemma, the medical and legal systems have tended to act on the presumption that physicians have no legal obligation to talk to their pediatric patients about medical treatment. As one Texas court put it, "...a physician cannot be required to make full disclosure to a minor, when a minor cannot give legally effective consent. 'The law does not require a vain or useless act." ' ' 49 In the last twenty years, however, studies have indicated that "adolescents, with some exceptions, are capable of making major health decisions and giving informed consent." 0 In light of this knowledge, it has become increasingly difficult for physicians, lawyers and judges to sustain the position that a minor's actual decision making capacity is legally irrelevant, simply because her consent is not legally effective. As a result, both the medical and legal professions have begun to confront the dilemma created by the current system.
Medical view of minor's capacity
In 1989 the Journal of Pediatrics published two influential companion pieces on this subject. The first, "Children as Decision Makers: Guidelines for Pediatricians,"" l argued that when children are faced with a very high stakes choice "the child's concerns are central and the child's decisional role should be enhanced and ultimately dispositive." s 2 The second, 'A Proposal Concerning Decisions to Forgo Life-Sustaining Treatment for Young People," 5 3 concluded that "the physician is obligated to determine the maturity level in the seriously ill juvenile and to facilitate the patient's self determination."" The author's proposal, a logical outgrowth of his years of clinical experience caring for chronically ill children, was that "if a minor has experienced an illness for some time, understands it and the benefits and burdens of its treatment, has the ability to reason about it, has previously been involved in decision making about it, and has a comprehension of death that recognizes its personal significance and finality, then that person, irrespective of age, is competent to consent to forgoing life-sustaining treatment." 55 Other pediatric care groups have confronted the question of the autonomy of minor patients with decision making capacity as well. The American Academy of Pediatrics (AAP) Committee on Bioethics published three position statements that recognized that chronically ill children have the capacity to make decisions about their end-of-life medical treatment and included guidelines for physicians with minor patients who wished to forgo LSMT. 5 6 In a statement entitled "Caring for Gravely Ill Children," a group of representatives from medical and nursing schools concluded that an older child could have "the capacity to understand the consequences of a choice and the ability to assess his or her best interests. ' s7 Additionally, the Midwest Bioethics Center (MBC) Task Force on Health Care Rights for Minors proposed that all persons with decisional capacity should have the right to make health care decisions. The MBC created a model that addressed the spectrum of children's developing capacity by dividing children into three categories: minors without capacity to participate in any meaningful way (e.g. infants through pre-school years), minors with a developing capacity to participate in decision making, and minors who have the capacity to make most health care decisions.s Why a physician's determination that a minor has decision making capacity is not enough to insure that the minor can legally make autonomous LSMT decisions The terms capacity and competence are often used interchangeably, but are not synonymous. While physicians regularly make determinations of their patients' decision making capacity, only a judge can declare a patient legally competent. Court cases questioning an adult's decision making capacity usually arise only when there is disagreement between the patient and the physician about the course of treatment (e.g. adult wishes to forgo LSMT, physician thinks patient should have it). Otherwise, a physician's good faith determination of decision making capacity is presumed to be correct. Since minors are presumed incompetent, however, the legal status of a physician's determination of a minor's decision making capacity is highly uncertain.
Although the AAP's guidelines propose that minors with decision-making capacity should be informed of their medical conditions and treatment options and allowed to make high stakes medical decisions such as refusing LSMT, the AAP and the other medical commentators who have addressed this issue stop short of explaining how physicians are to implement these guidelines. The guidelines clearly and straightforwardly define decision making capacity as "(1) the ability to understand and communicate information relevant to a decision; (2) the ability to reason and deliberate concerning the decision; and (3) the ability to apply a set of values to a decision that may involve conflicting elements." 9 The implication is that physicians will use this definition of capacity and, with possible consultation from specialists in developmental psychology or psychiatry, they will assess and document the capacity of their minor patients to make their own decisions about LSMT. 0 Nowhere, however, does the AAP discuss who would make the final determination of whether a minor can consent to or refuse LSMT of her own accord. Rather, the AAP states the general principle that "emancipated minors" and "those who have been judged mature for purposes of medical decisions" may refuse unwanted treatment, including LSMT. 61 In fact, however, these two categories of minors are quite different.
Emancipation is a formal legal status granted to minors who live separate from their parents or who meet a variety of other criteria. In many states an emancipated minor would have the legal status of an adult and would therefore be released from the parental consent requirements. 6 2 There would be no need for an assessment of capacity. On the other hand, an unemancipated minor whose physician has determined that she has decision making capacity still has no legal status to make her own medical decisions in most states. 63 While the AAP refers to the minor who is "judged," "assessed," or "recognized '64 mature, they do not say whether this judgment of the minor's maturity is the same as the attending physician's determination of her capacity. Does the AAP expect that the physician will make an initial assessment of the minor's actual capacity, which must then be followed by a judicial determination of legal competence? And if so, how does the AAP propose a physician or a pediatric patient obtain this judicial determination? The AAP statements did not address these difficult questions.
The legal community's response to the dilemma posed by AAP Guidelines As early as 1973, Walter Wadlington 6 assumed that it would be up to the physicians to determine whether the minors they were treating were capable of giving their own consent. While he expressed some concern that this trend required physicians to conduct subjective evaluation of the minors in order to decide whether they were able to give informed consent to these various treatments, he stated that the "principal emphasis [was] on enabling minors to get to physicians who [would] be able to treat them without fear of civil liability except in instances of negligence." 6 6 Although Wadlington's prediction has not been fully realized there is considerable evidence that the legal system is aware of the dilemma posed by the fact that adolescents are considered legally incompetent to make medical treatment decisions. For instance, since the 1960s states have continued to pass laws that allow minors to consent to a variety of medical treatments, including mental health care for drug and alcohol dependency and treatment of sexually transmitted diseases. 67 These statutes are often viewed as legislative recognition of a more enlightened view of minors, in which they are seen as mature enough to give their own consent to medical treatment. 68 Others have chosen to view these statutes as isolated exceptions to the parental consent rule, 6 9 or as "largely rooted in expediency," 7 rather than recognition of minors' potential for decision making capacity. Either way, however, state legislatures have shown willingness to abrogate the parental consent requirement when there is a perceived need for minors to be able to consent to medical treatment.
While the United States Supreme Court has never specifically addressed the question of whether minors have a Constitutional right independently to consent to or refuse medical treatment, the Court's abortion consent cases suggest that a minor's decision making capacity is, in fact, legally relevant to the question of whether she has a right to make autonomous decisions about her medical treatment. The Court declared two different states' parental consentto-abortion statutes unconstitutional, in part because they did not provide a pregnant minor with a judicial proceeding that allowed her to demonstrate her maturity to make the abortion decision. 71 The Court created a constitutional context for the idea that a minor's autonomy for medical decision making should be tied to her capacity. As the Court said in Bellotti v. Baird "[s]tates cannot require parental consent for abortion unless they also provide a judicial bypass procedure that entitles pregnant girls to demonstrate their maturity and make their own decisions. ' 7 2 The volatile abortion arena has always been a difficult area from which to draw broad conclusions about the medical autonomy of minors, 73 but these decisions call into question the bright line rule of legal capacity and indicate that "[c]onstitutional rights do not mature and come into being magically only when one attains the state-defined age of majority. Minors, as well as adults, are protected by the Constitution and possess constitutional rights." 74 Although the legal issues of when and under what cir-cumstances minors can refuse and consent to medical treatment remain unresolved, it is also significant that lawyers and judges increasingly assume that the mature minor must be treated differently by physicians and the courts. For instance, by the mid 1980s a major legal text for them advised physicians to consider whether their patient's age, cognitive maturity and ability to understand "the items of information required by the doctrine of informed consent" were sufficient to allow them to give their own informed consent to medical treatment. 7 Mature Minor Doctrine: One response to the need to allow minors to refuse or consent to medical treatment Despite judicial and legislative exceptions to the parental consent requirement, and despite the assumptions made in the legal and medical literature that mature minors have the right to make their own LSMT decisions, the parental consent requirement is still the law in most states. In response to the perceived unfair limitations posed by uniform application of this parental consent requirement and in recognition of the growing consensus in law and medicine that some minors possess actual capacity to make informed medical decisions, a few states have begun to carve out an exception to the common law rule of parental consent. Under this exception, commonly called the mature minor doctrine, a minor is allowed to refuse or consent to medical treatment if she possesses sufficient maturity to understand and appreciate the benefits and risks of the proposed medical treatment.' Early in its development the mature minor doctrine was mainly invoked as an escape hatch for hard cases that did not fit into either the emergency exception or the medical necessity exception. These were usually cases of high benefit and low risk medical treatment decisions. 78 In recent years, however, some courts have gone out of their way to address the question of whether minors who have capacity to make decisions about medical care should be allowed legally to do so. 79 In re E. G. 80 is the leading case addressing the issue of whether a mature minor has the right to make high stakes medical decisions. Ernestine Gregory (E.G.) was seventeen and a member of the Jehovah's Witness faith when she was diagnosed with leukemia. She and her mother refused to consent to a potentially life-saving blood transfusion for Ernestine. The case was originally brought before the courts as a medical neglect proceeding against the mother who had refused a blood transfusion on Ernestine's behalf. It was then appealed on grounds that E.G., as a mature minor, had the right to refuse blood transfusions through her first amendment right freely to exercise her religion. The Illinois Supreme Court, however, chose to confront directly the question of whether a mature minor had the legal right to refuse life saving medical treatment. In reaching their conclusion that ". . . a mature minor may exercise a common law right to consent to or refuse medical care .. the judges observed that the age of majority "is not an impenetrable barrier that magically precludes a minor from possessing and exercising certain rights normally associated with adulthood." 82 The court pointed out a number of circumstances where the law already recognized the legal capacity of minors, including the fact that if Ernestine had been married she could have consented to or refused treatment under Illinois statute. 8 3 The court also noted that the criminal justice system already recognizes that certain minors possess adult maturity, emphasizing that Illinois' Juvenile Court Act made it clear that the age eighteen was not a "bright line" restriction. Rather, it allowed for the possibility of "individuals much younger than 18" to be "prosecuted under the Criminal Code, if circumstances dictate. "84 The court reviewed several United States Supreme Court opinions that indicated a bright line age restriction of eighteen would be untenable if it restricts the constitutional rights of mature minors.
In holding that a mature minor has a right to refuse life saving medical treatment the court seemed to break sharply with the common law requirement of parental consent. The court, however, went on to place considerable emphasis on the fact that Ernestine's mother had actually agreed with her daughter's decision to refuse a blood transfusion. The court further stated that any opposition to a mature minor's decision from "parents, guardians, adult siblings, and other relatives would weigh heavily against the minor's right to refuse." s Alan Meisel, in his comprehensive text on the area of right-to-die law, found untenable the court's contention that objections from parents or other family member third parties should weigh heavily against the mature minor's right to refuse treatment. As he pointed out, "there seems to be no more ground for considering these objections in the case of a mature minor than in the case of an adult. And in the case of adults, the interests of third parties have been given increasingly short shrift." 6 Not surprisingly, other commentators took the diametrically opposed position that the E.G. court had gone too far in granting a mature minor the right to refuse life saving treatment, characterizing the decision as a judicial trend toward "death over life," 7 and a "fatal misuse of the mature minor doctrine." 88 Belcher v. Charleston Area Medical Center 89 is another significant case in which a state court recognized the mature minor doctrine. Larry Belcher, who was seventeen and had muscular dystrophy, suffered a respiratory arrest. His parents told the physician not to resuscitate Larry if he had another arrest unless Larry himself requested it. The physician wrote a DNR order without consulting Larry and the following day Larry had another arrest, was not resuscitated, and died. His parents sued the hospital and doctor for wrongful death, alleging lack of informed consent because Larry had not consented to the DNR. The West Virginia Supreme Court of Appeals held that a physician is required to obtain a mature minor patient's consent before administering or withholding treatment. 9 0 Belcher is especially significant because it is the only court decision that creates a strong incentive for physicians to determine the maturity of their minor patients. If a physician fails to obtain a mature minor's consent before proceeding with treatment he may be held liable for wrongful death or could face other legal action.
Weaknesses of the Mature Minor Doctrine as applied to LSMT
The relevance of these two cases to the situation presented in our Prologue lies not in their precise factual similarity, but in that they are instances where a court held that there is a legal obligation to give effect to a mature minor's choices. The fundamental problems, however, of who decides whether a minor is mature enough to make her own decisions about LSMT, and whether she is then legally empowered to do so, are not systematically resolved by the cases. For instance, the two cases that we just examined come to quite different conclusions about who should determine a minor's capacity to make high stakes medical decisions and how it could be done.
In In re E.G. the Illinois Supreme Court noted that although the testimony of a psychiatrist with expertise in evaluating the maturity and competency of the minor in this case was presented at trial, ultimately it was the "trial judge who must determine whether a minor is mature enough to make health care choices on her own." 91 The court did not, however, explain how a minor wishing to have her maturity evaluated would have access to the trial judge. Instead, the judges appear to make an a priori assumption that there is some procedure already in place allowing for the assessment of a minor's maturity. The court did not explain how a minor who is chronically, perhaps terminally, ill could have the question of her maturity to make medical decisions resolved in real time. 92 In fact, as the medical-legal system currently functions, a chronically ill mature minor who wants autonomy in medical decision making does not have access to legal representation or the court unless she wishes to be emancipated (which is highly unlikely, since most chronically ill children need to live with their families) or her physician suspects child abuse or neglect. Although the E.G. decision enhances the common law basis for a mature minor's right to refuse treatment, the entire legal process in this case began as a hearing of medical neglect because Ernestine's mother refused consent to transfusion. Without this neglect charge as a means of getting the trial court involved, Ernestine, who lived with her mother and would definitely not have qualified as an emancipated minor, would have had no way to obtain a court order to allow her to independently consent to or refuse medical treatment. Parental consent to LSMT effectively precludes a neglect proceeding 9 3 Thus, while the E.G. case recognized the rights of mature minors to refuse medical treatment, it did not establish workable procedures for implementing these rights for a minor with a chronic illness.
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On the other hand, the West Virginia Supreme Court of Appeals in Belcher implied that physicians have an affirmative duty to discover whether their patients are mature before issuing DNR orders." The court held that if a physician concludes that the minor is mature, then he must elicit and follow the minor's choices, even over the objections of the parents. 96 While recognizing that "it is obvious that this places the doctor in the difficult position of making the determination of whether the minor at issue is mature" and granting that "the decision by the doctor on the maturity level of a minor will often be second guessed," the court still concluded that the decision whether to allow a minor to make his own medical choices should be made by the patient's doctor using "his or her best medical judgment." 97 Indeed, the Belcher court went so far as to say that the physician who makes a good faith assessment of the minor's maturity level would be immunized from liability for the failure to obtain parental consent if the parents disagreed with the minor's decision. 8 This promise of immunity places a tremendous burden on the physician, a burden that not many physicians would be willing to shoulder. As with the E.G. decision, it is difficult to see how Larry Belcher could have asserted his right to make the decision to refuse or insist upon resuscitation. Larry Belcher's case reached the court only because his parents were distressed that the physician had ordered the DNR order placed on Larry's chart without consulting Larry first. Thus, after Larry's death they brought a wrongful death suit. Neither the case nor the subsequent statute 99 sets out clear procedures for mature minors to accept or refuse medical treatment independently.
A major obstacle to establishing a coherent system for applying the mature minor doctrine to LSMT cases is that while there is a Constitutional dimension to the individual's right of privacy and bodily integrity and mature minors share to some degree in this protection, 1 00 the Supreme Court has not stated the precise degree of protection that must be afforded patient autonomy0i and has not made clear whether this protection applies to all patients with the capacity to make decisions about end-of-life care. The lack of clear Constitutional protection for the patient's right to medical autonomy has meant that the courts have shifted away from basing their LSMT decisions upon Constitutional law and have moved towards a common law solution. 1 0 2 Reliance upon the common law leaves the mature minor doctrine highly vulnerable to a wide array of interpretations by state and federal courts. 103 The United States Congress' exclusion of minors from the PSDA'°4 further contributes to this non-systematic approach to the medical treatment of mature minors. Thus, the mature minor doctrine does not yet offer a legal framework that can accommodate a mature minor who wishes to make autonomous LSMT decisions.
Response to arguments against a mature minor's right to refuse LSMT
State's interest in protecting human life
Legal commentators have argued that in giving minors the autonomy to refuse medical treatment the State disregards its own interest in the preservation of life and its parens patriae duty to protect minors. These commentators, however, fail to address the essential difference between LSMT and life saving treatment. 0 s This is not a mere semantic difference. 1 06 It is the difference between potentially painful treatment that nonetheless has a reasonable chance of saving a life, and treatment which, at best, forestalls the moment of death, and at worst inflicts the sort of misery described in our prologue. Without an honest discussion of this crucial difference, it is pointless to discuss whether the State's interest in protecting the minor's life trumps the mature minor's right to medical autonomy. A mature minor's refusal of LSMT cannot accurately be considered a fatal error from which she must be protected. Rather, it must be recognized and supported as her personal choice about how much suffering she wants to endure at the end of her life.' 0 7 To deny a mature minor autonomy to make LSMT decisions amounts to giving someone else the power to decide how she will die.
Weakening of family bonds
An argument has been made that granting a mature minor autonomy to make LSMT decisions weakens the family bond, detracts from parental rights, or disrupts a delicate familial balance uniquely understood by its members. 1 08 In 1994 a group of academic health care providers confronted squarely the controversial question of whether an adolescent, whom the physician knows to be cognitively and psychosocially mature and able to ascertain his own best interest, should have the autonomy to refuse LSMT even in the face of parental objections. 1 0 9 The group answered that in those instances where the views of the mature adolescent and his parents cannot be reconciled despite repeated discussion and ethics consultation, "the physician should re-spect the adolescent's decision, informing the parent that the health care team cannot morally accept surrogate decision making for a patient who is functionally autonomous."" 0 While making it clear that they did not wish their stance to minimize the role of the patient's family, the authors made the key distinction that the health care professional's first moral obligation is to the patient."' Parents will always act in their child's best interest It is tempting to assume that as long as physicians give parents adequate information that parents will always make the best decisions about their children's medical care. There are several reasons, however, why parents may not necessarily make the best choices. For instance, as Lisa Hawkins has pointed out, "parents' judgment concerning life-sustaining treatment may be clouded by religious views not shared by the minor ... by their own needs (or those of other family members).. . and (most directly) by their own grief and sense of powerlessness." ' 12 As Rosato has said, "[t]he strength of the minor's right to self-determination is truly tested" in the situation where the minor refuses treatment, but the parents consent." 3 If a mature minor does not wish to undergo LSMT then it is her own judgment about how she wants to die that ultimately must be honored by the physician.
Criteria for maturity too subjective
Another objection has been raised that even if some minors have the capacity to make decisions about LSMT, it is simply too difficult to develop criteria for determining whether an individual patient is a mature minor.1 4 In fact, the judicial and medical professions have already supplied guidelines for assessing a minor's decision making capacity. Cardwell set out the following formulation for judging capacity, which was relied upon by the Belcher court: "Whether a minor has the capacity to consent to medical treatment depends upon the age, ability, experience, education, training, and degree of maturity or judgment obtained by the minor, as well as upon the conduct and demeanor of the minor at the time of the incident involved. Moreover, the totality of the circumstances, the nature of the treatment and its risks or probable consequences, the minor's ability to appreciate the risks and consequences are to be considered.""' The medical profession, as exemplified by the AAP's statements 16 and the MBC Guidelines," 7 has offered a similar formulation for determining decision making capacity.
Further objection has been raised that the judicial framework is too weak to "support the weight of a decision that bears such grave consequences."" ' 8 This is not borne out in other areas of the law. For instance, in the area of criminal justice, where the stakes may also be life and death, many states have adopted laws that allow minors to be tried as adults. These states have developed standards and techniques for determining whether minors have the capacity to formulate the necessary intent to commit the crimes." 9 While comparisons with the criminal justice system are not precisely analogous, it is significant that when states find it important to be able to evaluate a minor's ability to formulate criminal intent, standards are developed and implemented.
In fact, judges make determinations of competence all the time 120 and courts are already beginning to accept the responsibility for determining the maturity of minors.1 2 ' The courts are in the best position to develop and apply standards. There is no institution "better equipped to weigh the facts of a given situation and arrive at a reasoned decision." 122
Proposed solution: cooperation between medicine and law
We believe that the medical and legal professions should work together to develop a process for determining whether minors who are chronically ill with potentially fatal illnesses have the capacity to understand their treatment options. When a minor has this capacity she must be given information about advance directives. If she chooses not to prolong her own dying process, her physician, her parents and the legal system must honor this choice. In order to achieve this goal what is needed is a systematic approach that is more practical, predictable, and standardized than what has thus far been proposed by other authors. The foundation of our proposed solution is built with elements culled from some earlier authors' suggested solutions, specifically from the MBC Guidelines, several law review articles, 12 3 the medical ethics literature, 2 4 and the Guidelines for State Court Decision Making in Life-Sustaining Medical Treatment Cases. 12s However, our proposal requires much greater cooperative and anticipatory efforts between the professions of law and medicine in order to provide the key practical ingredient that is indispensable yet generally overlooked: time.
We envision a new process that would allow the mature minor to petition the court directly if she has the requisite medical condition-a potentially fatal illness, and the requisite legal problem-a fundamental disagreement with her parents about end-of-life care. 126 Practically speaking, patients will only realize that they have these two situations to resolve if their physician is obligated to discuss the possibility of death, alternative options for end-of-life care, and the nature and implementation of an advance directive. 27 Physicians should be required to notify the court 128 as soon as a minor patient has met four criteria: 1) She has a potentially fatal illness and wishes to make decisions about her end-of-life medical care, either verbally or via a written advance directive; 2) the physician deems the patient has full decision making capacity; 3) the patient's parents dis-agree with her decisions about end-of-life care and will not agree to honor her wishes; and 4) multiple attempts to resolve the conflict have been unsuccessful.
In cases of unresolved differences between a mature minor and her parents, a judicial hearing must ultimately determine whether she is legally competent to make her own decisions about how she dies. Time is of the essence in the truest sense here, for if the judge is to ever get a chance at a first person evaluation of the chronically ill minor's maturity, this must occur before the minor is rendered voiceless in the PICU.
How it might work
The mature minor needs time to be recognized as mature and to discuss her preferences. When children have chronic diseases there is always a foreseeable risk of reaching a crisis point, when decisions will need to be made regarding LSMT. Therefore, a physician who provides medical care to chronically ill minors should always anticipate this possibility and make an initial determination of whether his patient is a mature minor.' 29 He must then initiate an informed consent discussion with her that includes an explanation of LSMT. Over time the informed consent dialogue would encompass not only a discussion of the risks and benefits of therapies that have a chance, however small, of curing the patient, but would also address the possibility that the patient might die. The physician would need to present the various alternatives for medical care at the end of life, including LSMT, hospice, or palliative care-alternatives that may or may not be mutually exclusive.
Discussion of advance directives must become a part of the informed consent process for chronically ill pediatric patients with potentially fatal illnesses. The physician must give the patient the chance to document her decisions regarding the amount of pain and anxiety she is willing to endure while she is dying and to state at what point she wants the primary focus of her care to shift from prolonging her life to maximizing her comfort. The patient must also be allowed to choose her legal surrogate decision maker by means of a durable power of attorney for health care. This would allow parents (or named others) to act as true surrogates who are willing to carry out the minor's wishes, thus fully protecting her right to her autonomy and self determination. 1 30 Once the informed consent discussion regarding the anticipated plan for end-of-life medical care has occurred, patients, their parents, and physicians may well be in full agreement. The minor's advance directive might then be unnecessary, save as a means for alleviating some future parental self-doubt. If there is a conflict, however, the physician should honor his patient's, not the family's, wishes.
In cases of conflict between a patient and her parents there must be a timely, judicial bypass procedure to deter-mine whether the minor is mature enough to make her own decision about LSMT. 3 ' In order to insure that the child's own preferences can be carried out without legal repercussions for physicians, the courts must become involved in deciding whether the individual minor is competent to refuse LSMT. In the Guidelines for State Court Decision Making in Life-Sustaining Medical Treatment Cases, for instance, judges are advised that unresolved conflict between the minor's preference and that of her parents "could very well create a justiciable issue" ' 132 and that the decision of whether a minor is mature "may necessitate a judicial determination." 133 The judicial bypass procedure d,;ULC 1llVbl ,ldlb LiL ILIIC: Will UC dll UPOUtLlllLy LrU d speedy and efficient confirmation of their determination that their pediatric patient is capable of making her own decisions about LSMT. Early interaction between the medical and legal professions will also assist judges in LSMT cases by providing them with the luxury of more time to obtain the input from experts in medical matters and bioethics, input that judges say they want. 3 4 Courts would then be in the best position to make a context-specific determination of the minor's competence to make LSMT decisions. 135 A judicial bypass procedure can only take place, however, if the minor receives strong and active support from her physician, because a child who is mature and whose parents do not agree with her choice about end-of-life care will not have any other means by which to gain access to the courts. In addition, there is the possibility that if parents strongly object to their child's decisions about medical treatment, they may actively impede the physician's attempt to help the child get access to the courts. 136 Therefore the physician's true commitment to the mature minor's medical autonomy will require that he assist her to gain access to the legal system and have her maturity adjudicated. 137 There is a well-established precedent for the medical profession to contact the legal system in cases of suspected child abuse or medical neglect of minors. 131 Just as the medical and legal communities have managed to create a functional system in these situations, they must now develop a system that accommodates mature minor patients who wish to make their own decisions about end-of-life care. For a new medicolegal protocol to do the right thing for mature minors, courts must willingly accommodate children with chronic illness, who may be in pain and/or may require a hospital rather than a courtroom hearing. 13 1 Congress should also act by amending the PSDA to require hospitals to provide mature minors with information about the right to refuse medical treatment and the right to execute advance directives. 40 An amended PSDA would create a minimum standard for patient notification 14 1 of the right to refuse LSMT, and a process for familiarizing mature minor patients with the nature of an advance directive. While no states explicitly allow mature minors to execute advance directives or durable health care powers of attorney, a few state courts have decided cases that indicate that mature minors have a right to make decisions concerning medical care, including the right to accept or refuse medical treatment, and perhaps the right to create enforceable advance directives. 142 By requiring hospitals to provide information to mature minors about state law, an amended PSDA would create an incentive for hospital officials to examine more fully the legal status of mature minors with respect to advance directives in their state. In turn, this could encourage a broader examination of the issues and might lead states to amend their own statutes to allow mature minors to execute advance directives. The PSDA requires hospitals not only to inform patients about their rights under state law, but also to provide education about advance directives to their staff and to the public. 14 1 Thus, if minors were covered by the PSDA there would be a greater opportunity for them to become familiar with advance directives. Once mature minors begin to execute advance directives, cases involving the mature minor's right to refuse LSMT would come before the courts. Thus, much in the same way it did for adults, the PSDA could stimulate the medical and legal professions to develop standards and procedures that would facilitate the mature minor's ability to make and enforce decisions about end-of-life care.
State legislatures should also respond by enacting statutes that establish a substantive legal foundation for the mature minor's right to make autonomous medical decisions about LSMT. 4 4 If the mature minor is statutorily empowered to give her own consent or refusal to LSMT, a physician who fails to consider his minor patient's maturity and treats her without her express consent could be held legally accountable. Such statutes would create an incentive for physicians to actively assess their minor patient's maturity when obtaining consent and to get a court determination of the minor's competence if there is a conflict between parent and child. 4 ' It is not too much to ask for a multi-faceted response from courts, Congress, and state legislatures to a newly recognized ethical dilemma in medicine. Nor is it unrealistic. Adults were in little better position ten years ago with respect to the imposition of LSMT than mature minors are now and they got precisely the multi-faceted response we propose. 14 6 The legal and medical professions must stop pretending that the imposition of treatment upon a child who has a strong chance of being cured of an illness is comparable to the imposition of LSMT on a child who does not wish to die in pain and isolation from her family and loved ones. For our professions to do any less than confront this reality and find a solution to the unwanted suffering that is being inflicted on children is an abdication of our moral and ethical responsibilities as physicians and lawyers. spective," in Birth to Death: Science and Bioethics, D.C. Thomasma and T Kushner, eds. (New York: Cambridge University Press, 1996) "... [ln the case of the dying, where there is no cure, we must recognize the need for a different paradigm.., commonly called the paradigm of care ... " Id. at 203. "No less aggressive on its own terms than curative medicine, palliative medicine provides active care when cure or prolongation of life is no longer possible." Id. at 204.
26. Because it is impossible, even in the most detailed document, to anticipate all possible medical treatment decisions, some have advocated having individuals list their personal"values history." Others have recommended that patients describe their goals of treatment. This approach to an advance directive is designed to instruct physicians and patient surrogates to make treatment decisions in accordance with the patient's values and goals of treatment, even if a given specific medical situation was not foreseen by the patient when she executed her advance directive. See 37. Leiter, supra note 32, at 491-520 (durable power of attorney) and 527-556 (living wills).
38. At common law the right to refuse medical treatment is based on the right to control one's own body, to self-determina-tion and to freedom from invasion of bodily integrity. See Meisel, supra note 2, at 37-77, for a comprehensive review of the legal foundations of the right to die.
39. The New Jersey Supreme Court based its decision in the famous Quinlan case on the constitutional right to privacy. See Quinlan, supra note 4, at 663. However, the U.S. Supreme Court, in its first and only ruling in this area, based the right to refuse life sustaining medical treatment on the Fourteenth Amendment's guarantee of personal liberty. See 43. "To be valid, any consent must be an 'informed' one, and it must be given by a person with the requisite legal capacity. Thus, a physician who proceeds with what he considers to be treatment in conformity with the best interests of his minor patient, at that patient's request and with his agreement, still might be proceeding without legal consent because the minor may lack capacity to consent because of his age." W. Wadlington The AAP has advised physicians to give "considerable weight to the feelings minors may have before losing the capacity to communicate clearly regarding LSMT," and to respect any form of advance directive as "strong evidence of a patient's wishes." AAP Guidelines on Forgoing LSMT, supra note 6, at 535.
48. "The common law rule was and is that treatment of a minor, even without negligence and where the treatment led to a satisfactory result but for which the parents did not consent, gave rise to an action for assault and battery brought by the parents." A.R. Holder, Legal Issues in Pediatrics and Adolescent Medicine.
